Section of General Practice
President E M Shipsey MRCGP Meeting 17 November 1976 Epilepsy in General Practice Mr Sheridan Russell (London SWIO)
A Medical Social Worker's View
Since my retirement as Medical Social Worker at the National Hospital, Queen Square, almost twelve years ago, there have been a few new drugs such as Epilim, Rivotril, &c, but I gather that the social problems are still the same (and, I am told, the medical problems too). Just before retiring I was allowed to read a paper at a meeting of the League Against Epilepsy: as I was leaving the following week I did not think I would be sacked for not minding my own business, so I spoke my mind and suggested that often the side-effects of sedation can be worse than the attacks. A doctor might bring me a patient on whose medical notes would be written 'O attacks, TCA 3/12' and he would tell me how this patient had not had an attack for over a year but was having difficulty in finding or keeping a job; in finding or keeping accommodation; in finding or keeping social contacts. The patient would blame it all on his attacks, but in almost every case the real problem would turn out to be his slowness of perception and/or his personality.
Some years ago, Dr Neil Gordon and I wrote a paper for the Journal of Mental Science on 400 patients and their employment (Gordon & Russell 1958) . Their IQs were estimated and in every single case the particular test involving speed was below average. Was this due to the epilepsy or to the drugs? I remember one patient telling me how all day he felt as though he were pushing a cart with the brakes on.
My own personal experience supports this. The EEG Department at my hospital needed a few subjects as controls and I was given some of the drugs usually given for the various forms of epilepsy. I don't know whether my EEG was affected as a result of taking the drugs but I know that I was much slower than usual and much more irritable than usual, not to mention having vertigo and diplopia after the mysoline. Some neurologists say that there is no such thing as an epileptic personality: this may be so, but I have in the course of my years at Queen Square seen thousands of patients with epilepsy, all of course receiving treatment. I am aware that we all have personality problems but all the patients I saw seemed to have very similar personality problems. If this is not due to epilepsy, could it be due to the drugs? I recall an employer who telephoned to say that he had employed a girl for three years in spite of her having attacks from time to time. However, since she had been having treatment at the Hospital, she no longer had attacks but she was quite useless.
Whether the general practitioner has the help of a social worker or not, the patients consult the general practitioner first, so I would like to emphasize what he can do to help the patient with epilepsy with his social problems.
Patients with epilepsy need courage and hope. It is my experience that, with age, attacks tend to diminish and even disappear. Since one does not die of an attack except in status epilepticus if medical help is not available, and this seldom happens, one cannot put this down to death. Patients with epilepsy should be told this and given hope.
For those in whom the attacks cannot be controlled there are always epileptic colonies, but I have always felt that this is the last resort, except for Chalfont, which has some beds for patients under observation from the National Hospitals.
Should a patient with epilepsy marry? I would ask you to remember the epileptic woman who had had four children by the same man and when asked why she did not marry him answered that her doctor had told her she should never marry. Of course there is no reason why the patient should not marry, but the patient might be reminded that Proc. roy. Soc. Med. Volume 70 April 1977 there is a legal obligation to disclose this fact, for the Matrimonial Causes Act of 1937 and the Amendment Act of 1950 lay down that 'concealing the fact of recurrent epileptic attacks from a marriage partner is, in certain circumstances, sufficient reason for an annulment if the spouse wishes to take action, and does so within a year of contracting marriage'.
Should they have children? This is a very difficult problem. Slater and Cowie (1971) say that the risk of epilepsy for the child of an affected parent is about 4.1 %. This suggests caution, and if the future spouse of someone with epilepsy comes for advice about children I would have thought that a neurological examination and an EEG should be carried out before giving an opinion.
The Disabled Register should help a patient to get work, since firms with over twenty employees are supposed to employ 3 % of their staff from the Register. In my experience, however, the Act is never enforced. In placing an employee on the Disabled Register it is important not to recommend just 'light work'. In the survey of 400 patients which I mentioned before, we found that only 34 out of the 400 were not working, and those 34 all had mental disability. I have known many doing hard manual labour without its harming them. Should a person with epilepsy conceal his condition from a prospective employer? The word 'epilepsy' does often frighten employers. If he can get away with it (and some patients only have attacks in the early morning or at night), why shouldn't he?
Parents of such a patient need a tremendous amount of support, which the general practitioner can give better than anybody. They are bound to have a guilt complex. If either parent has epilepsy in the family, that parent will feel guilty and the other partner slightly resentful. If neither knows of anyone in the family, they will still wonder whether they are to blame in some way. Did they do anything during the pregnancy, before or after, which could be responsible for the attacks? It is important to lighten such guilty feelings. If the child is not behaving as the parents would like it to, they should be assured that they are not necessarily to blame.
Relatives may ask whether it is safe to let a patient with epilepsy cross the road alone. I can only say that I have yet to know of a patient having an attack in the road. Perhaps just before or just after; but never in the middle of the road when walking alone, and I stress this because I have known it happen to a patient who was accompanied.
Patients have sometimes died from suffocating in their pillows, and one can only suggest that they should sleep on a hard pillow.
To steer carefully between the Scylla of the More than one person working in this field has told me that it is difficult to interest doctors and medical students in epilepsy. If this is true it is a pity, because much work has been done in epilepsy in recent years and there are many patients whose life and seizure control could be improved by their doctors. In general practice today there are many divisions of ill health and preventive medicine clamouring for an increased share of our time, and many of these appear to require a daunting amount of extra work; happily this is not the case with epilepsy, as each general practitioner is likely to have only 12-15 patients in his practice. I do not keep a detailed analysis of my consultations but an examination of two years' visits in each of my own practices showed that 2.9 per 1000 visits when I was in an inner London suburb, and 1.34 per 1000 visits in my present practice in rural Hertfordshire, were on account of seizure disorders; naturally almost all, 10 out of 1 1, were urgent calls. None of these visits was to a patient who suffered from frequent severe fits or was in status epilepticus. For the last 80 years or so it has been customary for provision to be made for such patients in special institutions which used to be called 'colonies'. They are now called centres. One of them, St Elizabeth's, is in our area and the doctors in my practice have provided the day-today care for the residents since it was founded in 1903. There is a special boarding school for about 60 children with severe epilepsy and a home for 96 adult women with severe epilepsy. The number of places available in these institutions has been much reduced in the last seven years, at St Elizabeth's from 106 to 96, because those running them (mostly voluntary organizations) have been busy upgrading accommodation, and because of the general policy that all handicapped persons should be in the community wherever possibleand we all know that this sometimes means when impossible. There is only one NHS hospital in England for patients with epilepsy who are not
